The Estonia ferry disaster
==========================

On September 27, 1994, the Estonian-flagged roro passenger ferry MV Estonia departed from Tallinn, Estonia en route to Stockholm, Sweden. Just after midnight the ship capsized and sank near Utö, an island off the coast of Finland. There were about 1 000 people on board and of these, only 137 survived.^[@ref1]^ Many were left afloat in 11 °C water for around 6 to 7 hours before being rescued. Those who survived saw many fellow passengers die during the long, cold night. According to the Accident Investigation Commission, 17 countries were represented on board. Ihe majority of the passengers were Swedish (n=552). Of the 552 Swedish passengers, 51 were rescued, 40 bodies were recovered, and 461 are still missing.^[@ref1]^

Sweden had not been involved in a war for almost 200 years and had been spared from major catastrophes. Ihe sinking of the Estonia was the first major disaster in modem-day Sweden. The hospitals in the Stockholm area had received previous training in disaster emergency service that included examples of just such an incident occurring in the Baltic Sea. Now for the first time the extensive psychosocial preparations that had been made in Stockholm would be put to use in helping those affected.

The Prime Minister, who was soon to leave office, made an announcement immediately following the incident promising that no effort would be spared to try to recover the remaining bodies. For his part, two days after the disaster, the Prime Minister-elect added, during a television interview, that efforts would also be made to salvage the ship.

However, on December 15, 1994, the Swedish government decided not to salvage the MV Estonia. The decision was based on the standpoints and conclusions of the National Maritime Administration and of the Ethics Committee appointed by the government. The Ethics Committee came to the conclusion that the vessel should bc scaled and covered with concrete. On March 2, 1995, the government entrusted the National Maritime Administration to purchase the concrete and have the MV Estonia covered. The process of covering the ship was already under way when the government, on February 11, 1999, decided that the project should be discontinued.

The government decided on September 18, 1997 to appoint an Analysis Group whose responsibility would be to review the public actions that had been taken in connection with the Estonia disaster. The Analysis Group submitted a report to the government on November 12, 1998, in which they recommended that efforts should bc made to recover and identify the deceased.^[@ref2]^ On February 11, 1999 the government decided not to follow these recommendations.^[@ref3]^

The Ersta Psychiatric Clinic
============================

The Ersta Psychiatric Clinic is specifically devoted to treating hospital personnel, its first responsibility being to hospital personnel from Stockholm County Council area. The Psychiatric Clinic is part of Ersta Hospital, which is owned by the Ersta Deaconess Society, a nonprofit association in close connection with the Church of Sweden. It has 40 employees, which makes it the smallest psychiatric clinic in Stockholm. Because Ersta does not belong to Stockholm County Council, Ersta Hospital was the only emergency hospital that had not received disaster emergency training.

What can we at Ersta do to help the victims? This question was to be often raised on the day of the catastrophe and the following days. As Ersta Hospital was not part of the emergency plan, the answer was obvious. Ersta should continue with its habitual health care activities and let the other hospitals concentrate on helping the victims. During the first days, the Psychiatric Clinic at Ersta Hospital kept on with the daily psychiatric workload as planned. However, just two days after the catastrophe, relatives of the Estonia passengers started to call. A company, many employees of which had been on board the Estonia, also called the clinic asking if we could do something to help since the crisis groups in Stockholm were being shut down. Ersta learned that 7 of the 9 hospitals in Stockholm had shut down their Estonia crisis groups because so few people had contacted them. Only the two university hospitals, Huddinge Hospital and Karolinska Hospital in Stockholm, intended to keep their crisis groups going, at least for the following two days.

The following day, Sweden\'s largest morning newspaper carried an article about the distraught relative of a victim who had been turned away after showing up at a crisis center in Stockholm. Ersta got in touch with the crisis centers at Huddinge and Karolinska, asking them if they were going to start groups for the relatives. We could picture what would happen when all of the crisis groups had shut down and the relatives\' reactions began to multiply. After several enquiries, we learned that Huddinge and Karolinska had no intention of starting groups for relatives, leaving it up to Ersta to take the initiative.

The weeks after the Estonia disaster
====================================

The Sunday after the Estonia catastrophe, the decision was made to notify the relatives of the new crisis groups that were being set up at Ersta Hospital. An official memorial service was to be broadcast on the media throughout Sweden, and the Dean of the Church was asked to read a message to the relatives. However, instead, the message was distributed by hand to the persons attending the memorial service. The message wasn\'t typed very well and part of it was in longhand. We had not intended for the relatives to receive the message in that manner, especially under such tragic circumstances. But in this way, a small paragraph was published in the morning papers informing those interested that they could either call Ersta or, 1 week after the disaster, go to the clinic, where information about the crisis groups for relatives would be available. During the first couple of days, the clinic didn\'t receive any phone calls. However, the third day, the phones began to ring. Many callers said they would like to come and take part in the crisis groups for relatives, but expressed concern about the presence of television and newspaper reporters, asking us to guarantee that the press would not be there. Accordingly, we asked the newspapers and television networks to show understanding, and posted a note to that effect at the entrance to the clinic. Over 120 relatives attended the meeting that evening. Besides giving information on crisis groups for relatives and asking them to write down their requests, some practical post-disaster information was given by a lawyer, an insurance company representative, and the police. The entire room was like an open wound of grief, despair, and rage. A petition from some relatives to demand the salvaging of Estonia was passed around, which many signed.

Eleven crisis groups were subsequently organized, including one just for children and teenagers, and one for the relatives of survivors. During the months when the groups met regularly, group leaders met every week for guidance and supervision. More and more relatives continued to contact Ersta. In order to meet the information needs and requests, Ersta began holding open house for the relatives twice a week. Ersta also held several large meetings with invited speakers, mainly to deal with financial and legal matters as well as general issues. The relatives kept asking us to do even more to help. Although our small clinic could not handle more groups or meetings at that time, it was difficult to turn down the requests from the relatives and survivors. That is when the idea of a questionnaire came up.

The Ersta questionnaire
=======================

How the questionnaire evolved
-----------------------------

One of the guest speakers at earlier training seminars, Dagfinn Winje, a psychologist from Norway, had used questionnaires during a major disaster in 1988.^[@ref4],[@ref5]^ He explained how this had had definite therapeutic results for the participants. This questionnaire was based on two classic inventories, the Symptom Checklist (SCL-90).^[@ref6]^ and the Impact of Event Scale (IES).^[@ref7]^ The same inventories were used after a ferry accident that took place in Sweden in 1990. On the basis of these two inventories, a new questionnaire was put together at Ersta.

The questionnaire study was not intended as a research project, but as a part of Ersta\'s work with the relatives. The main purpose was to be of real help to them. However, when the first completed questionnaires came back, they included much more information than just answers to the structured items. Ihe relatives added personal comments, other information, and sometimes included letters describing their present situation. Many relatives living in rural areas pointed out that this was the first time anyone had asked them about how they had been feeling since the catastrophe. The questionnaire study that had started as a simple correspondence with the relatives took on far greater proportions than had been anticipated. Distribution and processing of the questionnaires started posing considerable financial problems for Ersta, the smallest psychiatric clinic in Stockholm. To date, Ersta has received funds for eight questionnaires.

This paper discusses the care the relatives received and issues regarding their collaboration with the decisionmaking authorities. Most of these items were presented as visual analog scales, with a numbered response format (ranging between 1 and 10) below. For ease of presentation, answers to the questionnaire were divided into three categories (yes, no, don\'t know). Moreover, only the answers from the relatives (and not from the survivors) are presented. The surveys were approved by the Ethics Committee of Huddinge Hospital.

The participants
----------------

The first questionnaire was sent out just before Christmas, 1994, ie, 3 months after the disaster. To insure that the questionnaire would not arrive without warning, Peter Nobel, a lawyer and the government-appointed representative for the Estonia victims, announced the questionnaire\'s arrival in a letter that was sent to the relatives. Since then, six more surveys have been conducted, 6, 12, 18, 24, 30, and 36 months after the ferry disaster.

The first four questionnaires were sent only to the relatives of the deceased and the survivors who had lost a relative in the disaster. However, the survivors who had not lost a relative expressed their frustration at being left out. So, a letter was written to all survivors irrespective of whether or not they had lost a relative, asking if they wished to participate in the survey. The answer being yes, the survivors were included starting with the fifth questionnaire.

To date, 879 relatives have completed the questionnaires, representing 89% of the MV Estonia\'s Swedish victims. The typical MV Estonia passenger was a male between 34 and 44 years old, which implied that bereaved relatives could include a spouse/partner, parents, children, and siblings. Thus, different kinds of bereaved relatives may exist for each victim, as indicated in *[Figure 1](#DialoguesClinNeurosci-2-63-g001){ref-type="fig"} (see next page).* The relationships shown are those that the deceased had with the persons who replied to the questionnaire. Thus, child or children denotes that the respondent had lost one or more children and parent or parents indicates the loss of one or two parents. The relationships stated by the relatives who responded to the questionnaires tally with those in the official police report listing 577 relatives. The largest group, both in the official police report and in our survey, was that of persons who had lost their parents. The second largest group were those who had lost a spouse/partner. The third largest group were those who had lost a child or children, followed by those who had lost siblings. The remaining groups included grandparents, in-laws, and cousins. Respondents who suffered multiple losses (for example, who had lost both a husband and children) are included in the 6% to 8% denoted as other in *Figure 1.*

![Relatives\' relationship to the deceased, as indicated by the relatives in each of the seven questionnaires.](DialoguesClinNeurosci-2-63-g001){#DialoguesClinNeurosci-2-63-g001}

### Results

*[Figure 2](#DialoguesClinNeurosci-2-63-g002){ref-type="fig"}* shows how the relatives rated the care they received. The ratings were classed into 3 categories (negative, positive, and in-between). In each survey, there were more people who judged the care they received as negative than those who regarded it as positive. Remarkably, the group that rated the care as positive decreased after the first year. Up until the firstyear anniversary of the sinking of the Estonia they had a more positive outlook in regard to the help they received. Thereafter, care tended to be increasingly rated as negative. In addition, many participants complained that the help they received ended too soon.

![Ratings by relatives of their experience of the help and care they received after the disaster.](DialoguesClinNeurosci-2-63-g002){#DialoguesClinNeurosci-2-63-g002}

Another item in the questionnaire asked if subjects would still like to receive help *([Figure 3](#DialoguesClinNeurosci-2-63-g003){ref-type="fig"}).* Yes replies eventually decreased in number, but 3 years after the catastrophe, still slightly more than 20% of the relatives wanted to continue receiving help. \'Ihosc who were unsure (don\'t know) showed a tendency to increase and numbered 30% after the third year.

![Relatives\' answers to the question of whether they would like to continue receiving help.](DialoguesClinNeurosci-2-63-g003){#DialoguesClinNeurosci-2-63-g003}

Opinions were split, among the relatives, about how to deal with the bodies of the victims and to dispose of the ship. The relatives have sometimes felt themselves to be overlooked by the decisionmakers and claim that no one listened to them. For us, at Ersta, it was very important that all opinions and all feelings in this matter should be allowed to be voiced. We did not agree that the relatives should not be asked to express their opinions and wishes. We thought it important for them to feel involved, to be seen and heard, even though everybody\'s wishes could not be fulfilled.

*[Figure 4](#DialoguesClinNeurosci-2-63-g004){ref-type="fig"}* shows the responses to the question: Do you think that the authorities, before coming to a decision on December 15, 1994, should have consulted the victims\' relatives regarding the salvaging of the Estonia? This question was not included in the first questionnaire, which only contained questions relating to health and disaster emergency relief. The majority of the relatives clearly wished the government had asked them for their opinion, and, as can bee seen in *Figure 4*, there was a noticeable increase of yes-answers with time.

![Relatives\' answers to the question: Do you think that the authorities, before coming to a decision on December 15, 1994, should have consulted the victims\' relatives regarding the salvaging matter?](DialoguesClinNeurosci-2-63-g004){#DialoguesClinNeurosci-2-63-g004}

*[Figure 5](#DialoguesClinNeurosci-2-63-g005){ref-type="fig"}* relates to the question of whether the Estonia should be covered with concrete or not. According to public authorities, this was the wish of the overwhelming majority of the relatives. However, replies concerning this point in the questionnaire 18 months after the disaster show a clear majority of no-answers. This question has evoked the most frequent written comments in the questionnaires.

![Relatives\' opinions on whether the MV Estonia should be covered with concrete or not.](DialoguesClinNeurosci-2-63-g005){#DialoguesClinNeurosci-2-63-g005}

The relatives who claimed to have been overlooked by the government make up ewer 80% of the total group *([Figure 6](#DialoguesClinNeurosci-2-63-g006){ref-type="fig"})*. This figure may have changed since the appointment by the government, 36 months after the disaster, of an Analysis Group to investigate the management of disaster emergency relief. This group gave rise to high expectations among the relatives. In November 1998, a report from that investigation group concluded that the bodies should be retrieved and buried in Swedish soil.^[@ref2]^ However, the government rejected the proposition.^[@ref3]^

![Percentage of relatives who reported that they felt overlooked by the government.](DialoguesClinNeurosci-2-63-g006){#DialoguesClinNeurosci-2-63-g006}

Comments
--------

This is the first paper assessing the results of our questionnaire study. Future papers will discuss the psychiatric symptoms developed by the relatives and how the tragedy affected quality of life self-ratings. Preliminary results indicate that psychiatric symptoms were correlated with the type of familial relationship, ie, that they depended on whether the bereaved relative was a parent, partner, sibling, or child.^[@ref8]^ Other publications available in English about the MV Estonia disaster include the report from the Joint Accident Investigation Commission,^[@ref1]^ a research report describing the psychiatric status among the Swedish survivors 3 months after the disaster,^[@ref9]^ as well as a chapter in a book by a Finnish psychologist describing the work of the Finnish Disaster Victims Identification Team.^[@ref10]^

Certain limitations of the present study should be noted. No thorough investigation was performed in order to draw a comprehensive list of each victim\'s close relatives. When a catastrophe occurs, there is always a question of who, among the victims\' relatives feels close or not. We have allowed the relatives to decide for themselves on this point, ic, whether they wished to participate in the survey or not. Contact with the families was established partly through the intervention programs held at Ersta Hospital, but mainly through a letter sent to all relatives who had been listed by the Swedish government. Further analyses will be done to identify and evaluate possible selection biases.

When the first questionnaire was sent out three or four days before Christmas 1994, Ersta expected to receive many angry phone calls. Some doubt was expressed about sending the questionnaire to relatives with whom no prior contact had been made. It was difficult to imagine what it would be like to receive such a questionnaire on a tragedy of such proportions so close to Christmas from a hitherto unknown institution.

Only 1 out of the 758 recipients called to protest about the procedure, and asked to be sent no further questionnaires. However, a year later, this person relented and has since been participating in the study, as well as this person\'s family. Many others called to point out that the questionnaire did not include the question that was most important to them, ie, the question of salvaging the ship. It was explained to the relatives that this question should not be asked by Ersta, as we are a hospital concerned with their health and well-being, and that the government had already made the decision on December 15, 1994, not to salvage the Estonia. We contacted the Department of Communications, and tried to explain how important it was to the relatives that they be asked their opinion, in spite of the fact that the decision had already been made. However, it was clear that the government was not about to consult the relatives regarding the salvaging issue. In the end, it was decided to let the relatives themselves formulate the questions that they thought were important. So when the second questionnaire was completed, the matter of salvaging was included. In the third questionnaire, the matter of ccwering the Estonia with concrete appeared for the first time. To date, seven questionnaires have been distributed and at least two more are planned.

Conclusion
==========

We would like to conclude this paper with a poem that a relative, a young man, sent in connection with the questionnaire. We want to show that the questionnaire study is not just important in terms of figures and charts, but that it also provided an opportunity for relatives and survivors to give vent to deep-felt emotions.

*I miss my mother.*

*I wish she were alive again,*

*If only for a, day.*

*One hour, a few minutes,*

*If only for a day.*

*To say good-bye.*

*To thank her for everything she has given me.*

*She gave me life.*

*Now she has given me her last gifts,*

*Death and great sorrow.*

*Now I have received life in its entirety*
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